Background and objectives More than 90,000 patients with ESRD die annually in the United States, yet advance care planning (ACP) is underutilized. Understanding patients' and families' diverse needs can strengthen systematic efforts to improve ACP.
Introduction
An estimated 90,000 patients with ESRD die each year in the United States; life expectancy is comparable to that of patients with cancer (1) . Pain, depression, infection, blindness, and amputation affect the quality of life of patients with ESRD (2) (3) (4) . Given the extent of comorbidity, matching patients' goals of care with the care provided throughout their disease course is of particular importance for dialysis patients. Engaging patients and families in iterative discussions about advance care planning (ACP) across the course of their illness can help increase the likelihood that patients' care goals are met (5) (6) (7) .
Many dialysis patients and their families wish to discuss ACP with their health care providers, and such discussions are associated with positive patient outcomes (7) . However, despite the existence of tools to foster such discussions (8) , ACP for dialysis patients remains suboptimal (7, 9, 10) . Barriers to dialysis team members initiating ACP discussions exist, but many are modifiable (7) .
Families' experiences with dialysis have been described (11, 12) , but we know of no studies that have assessed dialysis patients' and families' perspectives on ACP congruently, or sought recommendations from these dyads on how best to approach ACP. Understanding how dialysis patients from racial/ethnic minority and lower socioeconomic status (SES) populations perceive ACP may be of particular importance given the disparities in morbidity and mortality experienced by these groups (13, 14) .
In this qualitative study, we held in-depth interviews with a diverse sample of dialysis patients and their families/friends. The overarching goal was to inform the development of an intervention focused on improving ACP. The primary aim was to elicit recommendations for how dialysis teams should discuss ACP. We also explored participants' satisfaction with their dialysis care and prior experiences with ACP so that we could better understand the context of their recommendations.
Materials and Methods

Population and Recruitment
We purposively sampled participants from participating dialysis units to achieve diversity in age, sex, race/ethnicity, life expectancy, SES, cognitive status, and degree of social support. Units were located in Massachusetts and New Mexico and included those with rural, urban, profit, and nonprofit designations. Potential participants were contacted by their unit's social worker or nephrologist. If a patient expressed interest, one of the study's research coordinators obtained informed consent and scheduled his or her interview; health care proxies signed consent for patients with cognitive impairment. Two patients declined to participate (female/ black and male/Native American). Participants were invited to bring up to two family members and/or friends to the interview; health care proxies of patients with cognitive impairment could elect to be interviewed without the patient present. Interviews were conducted in a private room at the dialysis units or in a nursing home according to the participant's preference. This study followed the Criteria for Reporting Qualitative Research guidelines for conducting and reporting qualitative research (15) and was approved by both the Baystate Medical Center and University of New Mexico Institutional Review Boards.
Interviews
Members of the research team (S.L.G., L.M.C., M.J.G., N.D.E., and R.F.) developed an interview guide (Supplemental Appendix A) that was pretested with a palliative care expert, each site's Patient Advisory Board, and the study's Stakeholder Advisory Board. The Patient Advisory Boards were composed of dialysis patients from each site and were led by a palliative care physician (New Mexico) and a family advocate (Massachusetts) (16) . The Stakeholder Advisory Board was composed of representatives from the study sites' dialysis chains, hospice, nursing, and nephrology. The boards met primarily by teleconference both regularly and on an ad hoc basis. They interfaced with the study team through the board leaders, providing input and feedback on all aspects of the study.
One of two study team members (S.L.G. or N.D.E.) conducted the interviews. S.G. is a female general internistpediatrician with qualitative research experience (17) (18) (19) . N.D.E. (female) was a nephrology fellow when the interviews were conducted and studies the effect of health literacy on patient outcomes. R.F. (female), a research coordinator, observed interviews and participated in the analysis with S.L.G. and N.D.E. S.L.G. trained both N.D.E. and R.F. in techniques for conducting in-depth interviews, coding, and theme development. S.L.G. held practice interviews with N.D.E. and observed all but one interview led by N.D. E. None of the participants were familiar with the interview team. At least one team member (S.L.G., N.D.E., or R.F.) observed interviews and took field notes. Interviews were audiotaped and professionally transcribed verbatim.
Statistical Analyses
Transcripts were uploaded to Dedoose, a qualitative software program (20) and parsed into discrete blocks of text. Applying grounded theory (21), we developed a provisional codebook using the first three transcripts; S.L.G., N.D.E., and R.F. independently coded each transcript in an iterative process. Differences in coding were resolved through discussion and codes were annotated in an "audit trail" to reflect decisions about coding. S.L.G. and N.D.E. then tested the provisional codebook by independently coding the next two transcripts, again resolving differences through discussion. This codebook was then applied in an iterative process to the remainder of the transcripts; new codes were added as they were identified. Interviews were conducted until theoretical saturation was reached and goals for participant heterogeneity achieved. Emergent themes were identified both deductively and inductively and were discussed as line coding progressed; notes (memos) were attached to lines of coded text to identify these emerging themes. Emergent themes were then organized into major themes and subthemes during secondary (axial) coding to explain the data and to describe hypotheses generated by this analysis. We mailed a summary of the results to participants, inviting them to comment if they felt important elements of their interview were missing or not accurately represented.
Results
We interviewed 13 patients and nine family/friends during 15 interview sessions; two of the sessions were conducted with family/friends only. Two patients did not appear for their scheduled interviews (men, Hispanic and white, limited life expectancy). Patients' ages ranged from 42 to 88 years (mean 63, SD 14) . Patients were on hemodialysis between 1 and 10 years (mean 4.1, SD 3.3). Three patients were women, five patients had education levels of high school or less, and of the nine who reported income, seven patients made ,$40,000 annually (Table 1 ). Ten patients reported major comorbidities (e.g., diabetes, cancer, amyloidosis, cardiovascular disease) and 10 had an estimated life expectancy of ,1 year.
Major Themes and Subthemes
The analysis generated three major themes with associated subthemes. Exemplar quotes are provided in Table 2 .
Theme 1: Prior Experiences with ACP
Prior Discussions with Dialysis Team or Family. No patients or family/friends reported discussing prognosis, life goals, or options/preferences for care (e.g., pain management, do not hospitalize orders, hospice) when their disease worsens with their nephrologist or other members of their dialysis team. Two patients preferred not to have such discussions, but the rest welcomed the opportunity if it were offered. Some patients recalled being given a do not resuscitate form by the social worker; many had neither returned the form nor discussed it with anyone on their team. One health care proxy of a patient with cognitive impairment reported that his wife's team discussed discontinuing her dialysis with him, but he did not do so because he was unsure of her wishes, having never discussed them with her when she was able to. Some patients had discussed preferences with family, but these discussions generally focused on pragmatic matters, such as burial plans or financial arrangements; several shared that their family was reluctant to discuss their wishes with them.
Role of the Primary Care Physician. Several patients and family/friends commented that they had a good relationship with their primary care physicians (PCPs), had discussed ACP with them, and felt they were the best people with which to have such discussions. However, there was no communication of the patient's wishes to the nephrologist either by the patient, family/friend, or the PCP.
Theme 2: Factors That May Affect Perspectives on ACP
We identified a number of factors that could potentially affect patients' or family/friends perspectives regarding ACP. These included patient-specific factors and factors related to the patient-family/friend dyad.
Dialysis Experiences. Patients and family/friends described positive and negative experiences in the dialysis unit, including experiences related to communication with the dialysis team. With regard to positive experiences, several patients reported good rapport with the dialysis staff and/or their nephrologist and satisfaction with both communication and care provided by the dialysis team. The dialysis unit was viewed as a "community" by some patients. Others felt that the nephrologist could not realistically take the time to hold ACP discussions because he or she takes care of many patients.
With regard to negative experiences, many patients and family/friends expressed a desire for more contact and personal connection with the nephrologist. Much of this discussion centered on not knowing when the nephrologist would be in the unit, the limited time spent with each patient, the focus of conversations on lab results, and the feeling that there was limited personal connection. Patients and family/friends also expressed discontent with dialysis staff, including perceived favoritism by staff, understaffing, and suboptimal training. Some patients felt that staff minimized the seriousness of being on dialysis and others expressed displeasure with what they felt were falsely optimistic general statements about their prognosis. Some patients felt that staff could do more to reduce feelings of humiliation and dependency that they experienced as dialysis patients. Many patients expressed a desire for better education about what to expect from dialysis and more opportunities to participate in making decisions about their care; many felt this needed to be initiated by the dialysis team early on in the dialysis process. With few exceptions, families/friends expressed dissatisfaction with their dialysis experience. Most desired improved communication about care, prognosis, and ACP.
Life Experiences and Patient Traits. Patients' life experiences potentially influenced their dialysis experiences and their views of ACP. Several patients described how an experience with the death of a family member or friend made them think more concretely about their own preferences for ACP. Patients also described how the suffering they observed in the dialysis unit and deaths on the unit affected their views.
We observed patient traits that might contribute to dialysis experiences and ACP perspectives. For example, patients who described themselves as optimistic and/or described knowledge-seeking behaviors tended to report more positive experiences with dialysis and a belief that the dialysis team could conduct meaningful ACP. Others described themselves as difficult to get along with, had experienced depression, and/or were angry about the care they received; these individuals expressed less confidence in the dialysis team's capacity to engage in ACP. Patients who were less critical of their dialysis experience tended to have higher education/ income levels, or were older patients. Although the majority of patients felt ACP is important and wanted to participate in it, the few that did not were closer to the end of life.
Relationships with Family and Friends. We identified four types of patient-family/friend interactions that could potentially affect ACP: (1) independent with active support, (2) independent with limited support, (3) dependent, and (4) estranged. Patients whose dyad was classified as "independent with active support" expressed opinions about their preferences, described loving relationships with family members, and engaged in warm back-andforth discussions with the family/friend who was present for the interview. Those classified as "independent with limited support" had no family or friend present at the interview, described neither close nor negative relationships, and expressed comfort and satisfaction with managing decisions themselves. "Dependent" patients had family members How "I would certainly suggest not having it in a group. Talk to the individuals like we are now because I think a lot of people are afraid to express their personal feelings about things or about people in a group. I think that's pretty natural. I would certainly suggest doing it individually." [interview 7, patient, male, white] "I think it really does have to be organized and it really does have to be concerted and it really has to be serious and it really has to be paperwork and a true official document. . . who will do that here "So grandma may be taken back there and told this, that and the other thing and she may not be understanding what they are saying. And she tries to tell granddaughter or grandson who's taking care of her and they may be the quiet type born and raised on the Rez.
[reservation] and they're not going to question it. In my opinion when you ask. . . about engaging people on the prognosis I think it has to be a group effort really." [interview 14, family, female, Native American] present, contributed little to the discussion, and expressed reliance on family for decision-making. Finally, "estranged" patients described antagonistic relationships with their family and expressed negative feelings regarding these relationships. Among the interviews conducted with both the patient and a family/friend present (n=5), most had congruent dialysis experiences (positive or negative) and felt similarly about ACP. One dyad differed markedly in both their experiences and preferences, but engaged in respectful discussion about this disagreement during the interview.
Potential Threats to Trust. The aforementioned negative dialysis experiences, including lack of a personal connection to the nephrologist, dissatisfaction with communication, and disenfranchisement, may diminish trust in the dialysis team. Patients and family/friends also shared how perceived power differentials may negatively affect communication, and possibly trust, as well. For example, a family/friend shared that the "older generation" NativeAmerican culture is more likely than the "younger generation" to accept a physician's recommendations without question due to a perceived power differential, thus potentially making it more difficult for physicians to engage them in shared decision-making. Another patient commented that he felt many patients in his unit would not speak up about concerns they had about care because of fear of retribution and losing their bed in the unit.
Theme 3: Recommendations for Discussing ACP
Patients and family/friends offered recommendations about who should lead ACP discussions, who should be present, what should be discussed, when and where discussions should take place, and how ACP should be operationalized.
Who. Most patients and family/friends felt that the nephrologist should lead ACP discussions. Patients felt that the person should be someone they trusted, whom they could speak freely with, and who knew them as a person. Some patients did not currently feel this way about anyone on their team, but stated they would like to develop that kind of relationship, particularly with their nephrologist. Peer mentorship was recommended as a means to provide support for ACP. A family member suggested use of a "patient navigator" to serve as a patient and family educator and advocate in the dialysis units. Patients generally felt a family member should be able to join ACP discussions if this was the patient's preference.
What, When, and Where. Most patients and family/ friends felt that all of the options available for end-of-life care should be discussed as part of ACP, although some did not want to hear prognostic information. Specific information desired included hospice care, pain management, making a will, and resuscitation preferences. Most felt ACP discussions should be held in a private space at the dialysis unit on a nondialysis day.
How. Patients and family/friends who felt ACP was important indicated it should be an iterative process started early in the disease course and followed up annually. Some participants felt that because patients' preferences differ and may change over time, patients should be asked first whether they were interested in discussing ACP, but others felt it should be a routine part of care for all patients. Several participants suggested that the conversation be direct, yet gentle and compassionate, and should be planned ahead of time with adequate time allowed for questions.
Discussion
In this qualitative study of dialysis patients and their family/friends, we found that most participants felt ACP is important and should start early in the disease course, but that it rarely takes place at all (22, 23) . Although the need for ACP for dialysis patients is becoming more widely recognized (7, (24) (25) (26) , and interventions to improve ACP have begun (27, 28) , this study begins to address the important question of how to develop and test broadly applicable strategies for implementing patient-centered ACP for all dialysis patients and their families. This study also raises questions about the role of both patient-family/friend interaction styles and patient-provider relationships in ACP.
Prior research has demonstrated the importance of family in ACP with dialysis patients (29) ; by interviewing family/friends and patients together in this study, we were able to identify four distinct patient-family/friend interaction styles. Developing further understanding of how a particular dyad's style may affect a patient's needs in the decision-making process may help health care providers better tailor their approach to ACP discussions. For example, a "dependent" patient may prefer to have a family/friend more involved in decision-making than a patient with an "independent" interaction style. Efforts to further classify these styles, determine their stability for a given dyad, and identify additional styles will help further understand the role of these relationships in ACP.
Most participants felt that trust, a key element of shared decision-making (30) (31) (32) (33) , was important for ACP. The integrated subtheme "Potential threats to trust" highlights areas in which trust in the dialysis team may be suboptimal for some patients. Lack of a personal connection to the dialysis team, particularly the nephrologist, was seen across sampling strata, and may inhibit ACP. Patients and family/friends with lower SES and/or minority status expressed dissatisfaction with care and disenfranchisement more often than those with higher education/income levels. Issues related to communication and respect expressed by this vulnerable population warrant further exploration of how best to address their unique educational and communication needs. Doing so may increase satisfaction with care (34), begin to address disparities in care and outcomes (35) (36) (37) (38) , and ultimately increase the likelihood that end-of-life care is consistent with their preferences. Finally, the perceived power differential patients and family/friends described could inhibit ACP through diminished trust as well (39) . Although this perception can also affect patients with higher SES (39), we learned that patients with low SES, and patients from cultures that have historically been disenfranchised, may experience greater feelings of powerlessness. It is incumbent on the medical community to be aware of and make explicit efforts to increase trust and minimize the potential effects of perceived power imbalances (40) . Patient/family advisory boards, dialysis team training, and use of patient navigators (41) , as one patient suggested, could ultimately improve ACP thorough improved communication and trust.
Patients and families generally felt that ACP should be a routine part of care and that discussions should start early in the disease course. (8, 42, 43) Some patients suggested that the PCP might be the best person to lead ACP discussions. Preferences discussed with the PCP could then be shared with the dialysis team in an integrated care model. Older, sicker patients in this study were less eager to discuss ACP, similar to findings in nondialysis populations (44) . This suggests that the otherwise logical practice of offering ACP when patients have limited life expectancy may not best meet some patients' needs.
The findings in this report should be judged in light of several limitations. First, this study was hypothesis generating and the results should be viewed primarily as indicators of potential areas for further study. Second, although theoretical saturation was reached, it is possible that additional insights may have been gleaned with additional interviews, particularly given the number of characteristics included in the purposive sampling strategy. Third, although a broad range of races/ethnicities and other participant characteristics were represented, the findings in this study may not reflect experiences outside of the geographic regions studied.
This study identified important considerations for ACP with dialysis patients and their family/friends. Further studies to determine how patients' and family'/friends' satisfaction with care affect ACP are warranted; a deeper understanding of how family dynamics affect decisionmaking may also be informative. We learned that ACP protocols that rely on completion of standardized forms without discussion may not sufficiently address dialysis patient needs (45) . We also learned that although numerous studies have highlighted the importance of discussing dialysis withdrawal as part of ACP (46) (47) (48) , patients also want to discuss ways to improve quality of life well before they reach this point, consistent with palliative care tenets. As strategies for improving ACP evolve, efforts to disseminate and implement best practices will need to consider the heterogeneity of patient and family experiences and needs. These results support the position that the communication of prognosis and patient-centered ACP may improve alignment of care provided with patient preferences.
